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Abstract 
A traumatic brain injury (TBI) is trauma to the brain triggered by an external force that 
causes the brain to crash violently against the skull and disrupt normal functioning. Following a 
TBI, the survivor often faces challenges that compromise independence. These can include 
challenges in communication, cognition, and overall physical functioning. Resultantly, reliance 
upon the individual’s loved ones as both advocates and caregivers is essential to functional 
recovery. This qualitative study investigates the experiences reported between both survivors and 
their primary caregivers. Using a qualitative approach, exploration of the convergent and 
divergent perspectives between survivors and caregivers post-TBI were researched. Structured 
interviews with TBI survivors and their primary caregiver were conducted during separate 
interview sessions in order to eliminate influence on responding answers. The interviews were 
recorded, transcribed, and analyzed to examine themes that emerge based upon participants’ 
reported experiences. By better understanding the unique perspectives of survivors and 
caregivers, healthcare providers will be more equipped at providing enhanced care to individuals 
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Introduction 
 Over 1.7 million TBIs occur in the United States each year, spanning all age groups, and 
contributing to 30.5% of all injury-related deaths (Faul, Xu, Waldo, & Coronado, 2010). Often 
times, TBIs are acquired suddenly. An individual may be fully functional in their normal life, but 
after the traumatic event they are unable to move, speak, or eat. This life changing situation is 
one that family members must watch their loved one endure, often times leading them into the 
role of the primary caregiver (Goldsworthy, 2015). Caregivers experience a whirlwind of 
emotions and an array of decisions they must make on their loved one’s behalf (Goldsworthy, 
2015). During this abrupt life change, caregivers and survivors have different experiences 
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Literature Review 
 A traumatic brain injury (TBI) can result in a wide range of impairments that vary in 
intensity, length, and clinical rehabilitation. These impairments may contribute to functional 
limitations, disability, and reduced overall quality of life (Riggio & Wong, 2009). The struggles 
individuals face post-TBI have overarching effects on not only the survivor, but on the family 
and caregiver as well. Challenges faced by the survivor and caregivers include, but are not 
limited to, changes in family structure, lack of social support, depression, and distress as a result 
the survivor’s change in identity and physical symptoms (Knight, Devereux, & Godfrey, 1989; 
Marsh, Kersel, Havill, & Sleigh 1998; Smith & Smith, 2000).  
 Further research has expanded upon the specific perspectives TBI survivors face. Powell 
Machammer, Temkin, and Dikmen (2001) investigated the perceptions of individuals with TBI 
through considering the extent of their recovery and their perceived barriers. This study indicated 
that “TBI survivors are not only more aware of physical problems, but also place greater 
importance on their role in recovery than do health professionals and families” (Powell et al., 
2001, p. 1029). These overarching perspectives emphasize the need for the survivor to play a role 
in their rehabilitation process, as well as provide insight into what aspects of their injury 
survivors focus on most. This study also highlights the awareness healthcare professionals and 
caregivers must possess regarding the importance of understanding survivors’ differentiating 
mindsets.   
 According to Qadeer et al. (2017), the greater the level of support and effort put forth by 
the caregiver, the more likely the patient will have a better chance of progressing towards 
recovery. The caregiver is paramount in the recovery process, however, often times the burden 
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and stress of being a caregiver compromises the caregiver’s well-being. There is a wealth of 
research surrounding the impact on the family member as a primary caregiver following TBI 
(Kratz, Sander, Brickell, Lange, & Carlozzi, 2017). Quality of life and the various burdens 
placed upon the caregiver are often significantly intertwined. Caregiver reports consistently 
underscore the lack of support available to them and their family member over the course of 
recovery (Smith & Smith, 2000). Another study elaborated upon the direct effects being a 
caregiver has on overall health-related quality of life. Their findings concluded that caregivers 
struggle the most with social health (44%), emotional health (40%), physical health (12%) and 
cognitive health (3%) (Carlozzi et al, 2016). The burdens caregivers face effect their overall 
quality of life, resulting in a compromised level of care for survivors.  
 In cases where a young adult sustains a TBI, the parent assumes the role of the primary 
caregiver, most typically the mother (Wongvatunyu & Porter, 2008). Wongvatunyu and Porter 
(2005) analyzed the specific experiences of women who were the primary caregivers of their 
child following a TBI. Their findings offer a unique perspective on mothers and support the 
challenges referenced previously. Kao and Stuifbergen (2004) provided further insight into the 
elements that characterize the mother and child experiences with TBI. This study elucidated the 
relationship between these dyads’ experiences. Although the stories between mothers and 
survivors were consistent, differing themes were extracted from each. These studies serve as a 
precursor to understanding the contrasting experiences between caregivers and survivors of TBI. 
These previous studies highlight gaps in the literature that merit further investigation. 
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Methodology 
 This qualitative study explores the perspectives of both caregivers and survivors 
following TBI. This IRB-approved study recruited caregiver-survivor dyads via convenience 
sampling. Participants responded to scripted interview questions regarding their perspectives 
post-TBI on various topics such as maladaptive behaviors, challenges, how the survivor has 
changed throughout the rehabilitative process, and assistive technology. These questions were 
adapted from a previous thesis study titled, “Maladaptive behaviors and communication 
disorders following TBI: Survivor, caregiver and speech-language pathologists’ perspectives” 
(Jones, Meixner & O’Donoghue, 2017).   
Key Interview Questions 
What are some challenges or obstacles your loved one/you faced when recovering? 
Did these challenges change over the course of recovery? If so, how? 
How did he/she/you communicate when you had limited means to do so? 
Were there certain behaviors he/she/you used to communicate certain things? 
Did your relationship with others change? 
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 For each interview, two of the research team members participated - one member posing 
the questions, the other managing technologies and writing field notes. Interviews were recorded 
and then transcribed verbatim in preparation for qualitative analysis. Data were coded using an 
emergent, open coding approach. Further, a consensus coding approach was used to optimize 
trustworthiness, which delimits bias. Once coded, the data were analyzed using NVivo 11 to 
better understand the convergence and divergence of themes. These findings are reported in a 
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Results 
 The participants’ responses to the key questions were used to identify the emerging 
themes, both convergent and divergent. Analysis of the dyads yielded the following results. 
Convergent Themes 
 Convergent themes, or similar response patterns, were related to challenges faced. 
Participants referenced both changes in challenges and in communication as a notable obstacle. 
Throughout the recovery process, the code “Changes in challenges” was the most frequently 
reported; referencing the struggles survivors faced attempting to reclaim their independence and 
adapting to the injury. The code “Communication challenges” was extensively referenced 
throughout, providing insight into the struggles survivors’ face with communication skills. When 
examining the other forms of communication used, participants reported the use of white boards, 
PECS, and other devices. These assistive methods were coded as “Strategies”. Although the 
strategies were employed to facilitate communication, many of the references were related to 
supporting the underlying mechanism of executive functioning necessary for communication.  
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Table 1. Convergent Themes  
Three themes emerged: 
1. Changes in challenges  








“You had to help her talk, and help her 
finish sentences because she couldn't come 
up with the words to say” 
 
“It was like she was a baby again. She 
couldn't speak” 
 
“I didn’t think that anyone could 
understood what I was saying” 
 
 
“…my family couldn't understand me. 
They brought me a whiteboard that I 
would write down what I was trying to 
say” 
“She progressed to a cane, and then finally 
she was able to walk on her own, fairly 
normally” 
 
“Learning to walk again, and how hard that 
was to know that at one time I was running, 
I was a soccer a player, to now, I had a 
walker for a time and then I had a cane…” 
 
“She still has issues but it’s nothing like it 
used to be” 
 
 
“It [the head injury] caused anxiety and 
stress. I never had anxiety before my head 
injury so I had to force myself to go and do 
things that I knew were going to cause a 
stressor. 
 
“If she can’t remember if she shut the 
garage door, she’s learned to say I shut the 
garage door, I shut the garage door, I shut 
the garage door. Things like that she’s 
learned the compensatory mechanisms to 
put her mind at ease” 
 
“I attribute all of the different types of 
strategies I’ve made for myself to remember 
things, the reason why my memory has come 
back to me and why I’m so successful at it” 
 
“…encouraged her to journal, to write down 
every day what she had done” 
 
“The journal I think really helped me piece 
my day together” 
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Divergent Themes 
 A variety of themes emerged using NVivo 11 analysis of the dyad’s responses. Figure 1 
and figure 2 use a number next to each theme title, accounting for the amount of times the theme 
was referenced throughout the interview. The size of the squares represents the saturation of 
coded themes in correspondence with the core question they answered. While the theme 
“Advocacy and Support” emerged a total of 34 times in caregiver interviews, it emerged only 6 
times for the survivors. This indicates that the role of advocacy during the rehabilitation process 
was more significant to the caregivers; likely, since advocacy defaults to caregivers more often 
than not. This theme was the first most prevalent for the caregiver, but ranked fourth for the 
survivor. Divergence also presented itself for the theme “Caregiver Challenges”, which was the 
second most prevalent for caregivers [with 29 instances] and the least prevalent theme for 
survivors [a single instance]. This theme divergence is to be expected, considering caregivers are 
in a position to speak more genuinely and passionately to their own challenges. “Physical 
Challenges” was the last significant divergence between the caregiver and survivor dyads. While 
it was the seventh most prevalent theme for caregivers [emerging a total of 4 times], it was tied 
for second for the survivors [11 times]. This is attributed to the survivors’ personal experience 
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Figure 2. Caregiver Divergence 
 
 
 Although this pilot investigation provides new insights into the experiences of both 
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Discussion and Future Directions 
  The convergent themes between survivors and caregivers emerged; this makes sense 
since survivors and their caregivers experience first-hand changes in challenges, communication 
challenges, and strategies used. Each of these categories are apparent to both parties and are the 
core reasoning behind the converging responses.   
 The divergent themes recorded were each specific to the responder’s unique experience. 
The most frequently coded themes from the survivors’ responses were executive functioning (14 
codes) and physical challenges (11 codes). The most consistently coded themes from the 
caregivers’ responses were advocacy-support from caregiver (34 codes) and caregiver challenges 
(29 codes). The survivors’ emergent themes reflected their own experiences and hardships. 
Caregivers and other onlookers cannot comprehend the internal struggle survivors face post-TBI 
with executive functioning. Caregivers are not directly affected by these struggles with executive 
functioning, which provides understanding to the reasoning behind this divergence. The 
divergent answers regarding physical challenges also reflects on the caregiver’s lack of personal 
insight on the issue at hand. The caregivers’ responses directly replicated experiences unique to 
their own experiences as well. Survivors are not affected by the challenges caregivers’ face, 
which explains the divergence in answers. The theme advocacy and support from caregivers also 
demonstrated a strong divergence. It is inferred that this is because caregivers provide advocacy 
and support for the survivor behind closed doors or when the survivor is in a minimally 
responsive or even vegetative state, thus explaining the survivors’ unawareness. 
 Based on the pilot findings obtained from three survivor and caregiver dyads, further 
investigation to better understand this topic is merited. Providing survivors, caregiver, and 
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healthcare providers with greater understanding of the rehabilitation and recovery process may 

















PERSECPTIVES OF CAREGIVER-SURVIVOR DYADS FOLLOWING TBI: A CASE SERIES 
 17 
References 
Carlozzi, N. E., Brickell, T. A., French, L. M., Sander, A., Kratz, A. L., Tulsky, D. S., & Lange, 
R. T. (2016). Caring for our wounded warriors: A qualitative examination of health-
related quality of life in caregivers of individuals with military-related traumatic brain 
injury. Journal Of Rehabilitation Research & Development, 53(6), 669-679. 
Jones, M., Meixner, C., & O’Donoghue, C.R. (2017, March). Maladaptive behaviors 
            and communication disorders following TBI: Survivor, caregiver and speech- 
            language pathologists’ perspectives. Speech-Language-Hearing Association of 
            Virginia, Richmond, VA 
 
Kao, H. F. & Stuifbergen, A. K. (2004) Love and load--the lived experience of the mother-child 
relationship among young adult traumatic brain-injured survivors. Journal of Head 
Trauma Rehabilitation, 36(2), 73-81. 
Knight, R. G., Devereux, R., Godfrey, H. P. D. (1989) Caring for a family member with a 
traumatic brain injury. Brain Injury, 12(6), 467-481. 
Kratz, A. L., Sander, A. M., Brickell, T. A., Lange, R. T., & Carlozzi, N. E. (2017). Traumatic 
Brain Injury Caregivers: A Qualitative Analysis of Spouse and Parent Perspectives on 
Quality of Life. Neuropsychological Rehabilitation, 27(1), 16–37. 
http://doi.org/10.1080/09602011.2015.1051056 
Marsh, N. V., Kersel, D. A., Havill J. H., Sleigh, J. W. (1998) Caregiver burden at 1 year 
following severe traumatic brain injury. Brain Injury, 12(12), 1045-1059. 
Powell, J. M., Machamer, J. E., Temkin, N. R., & Dikmen, S. S. (2001). Articles: Self-report of 
extent of recovery and barriers to recovery after traumatic brain injury: A longitudinal 
study. Archives Of Physical Medicine And Rehabilitation, 821025-1030. 
doi:10.1053/apmr.2001.25082 
PERSECPTIVES OF CAREGIVER-SURVIVOR DYADS FOLLOWING TBI: A CASE SERIES 
 18 
Qadeer, A., Khalid, U., Amin, M., Murtaza, S., Khaliq, M. F., & Shoaib, M. (2017). Caregiver’s 
Burden of the Patients With Traumatic Brain Injury. Cureus, 9(8), e1590. 
http://doi.org/10.7759/cureus.1590 
Riggio, S., and Wong, M. (2009). Neurobehavioral sequelae of traumatic brain injury. Mount 
Sinai Journal of Medicine, 76(2), 163–172. 
Rotondi, A. J., Sinkule, J., Balzer, K., Harris, J., & Moldovan, R. (2007). A qualitative needs 
assessment of persons who have experiences traumatic brain injury and their primary 
family caregivers. Journal of Head Trauma Rehabilitation, 22(1), 14-35. 
Smith, J. E. & Smith D. L. (2000). No map, no guide: Family caregivers' perspectives on their 
journeys through the system. Care Management Journals, 2(1), 27-33. 
Wongyvatunyu, S. & Porter, E. J. (2005) Mothers' experience of helping young adults with 
traumatic brain injury. Journal of Nursing Scholarship, 37(1), 48-56.  
Wongyvatunyu, S. & Porter, E. J. (2008) Helping young adult children with traumatic brain 












PERSECPTIVES OF CAREGIVER-SURVIVOR DYADS FOLLOWING TBI: A CASE SERIES 
 19 
Appendices 
This IRB approval is extended until 2019. 
Appendix A- Approved IRB  
James Madison University 
Human Research Review Request 
 FOR IRB USE ONLY:  
Exempt:  Protocol Number:  1st Review: _____ Reviewer: ____________________ 
Expedited:  IRB: 17-0007 2nd Review:       Reviewer:                      
Full Board:   Received: 05/05/16 3rd Review:        
 
Project Title:  
Barriers to Treatment in TBI: Maladaptive Behavior and Communication 
Disorders 
Project Dates: From:  05/07/17 To:  05/06/18  




Shayleen Brennan, Marena Jones, Brynn Morales, Cynthia 
O’Donoghue, Cara Meixner, Vickie Ho 
E-mail Address:  brenn2se, jones2ms, moralebn, meixnecx, odonogcr, hovh 
Telephone: 540-568-6440 
Department:  CSD 
Address (MSC):  4304 
Please Select:  
 Faculty  Undergraduate Student 
 Administrator/Staff Member  Graduate Student 
(if Applicable):   
Research Advisor: Dr. Cynthia O’Donoghue 
E-mail Address: odonogcr 
Telephone: 540-568-6440 
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 My research does not involve any of these populations 
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be vulnerable to 
coercion or undue 
influence. Does your 




 Diminished capacity/Impaired decision-making ability 
 Economically disadvantaged 
 Other protected or potentially vulnerable population (e.g. homeless, 
HIV-positive participants, terminally or seriously ill, etc.)  
 My research does not involve any of these populations 
Investigator:  Please respond to the questions below.  The IRB will utilize your responses to evaluate your protocol 
submission. 
  
  1.  YES  NO Does the James Madison University Institutional Review Board define the project as 
research?  
The James Madison University IRB defines "research" as a "systematic investigation designed to develop or contribute to generalizable 
knowledge.”  All research involving human participants conducted by James Madison University faculty and staff and students is subject to 
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 2.  YES  NO Are the human participants in your study living individuals? 
“Individuals whose physiologic or behavioral characteristics and responses are the object of study in a research project. Under the federal 
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Appendix B- Participant Consent Forms 
Consent Form to Participate in Research 
 
Identification of Investigators & Purpose of Study 
You are being asked to participate in a research study conducted by Shayleen Brennan (James 
Madison University), Marena Jones (James Madison University), Dr. Cynthia O’Donoghue 
(James Madison University) and Dr. Cara Meixner (James Madison University). The purpose of 
this study is to further explore the relationship between survivors and caregivers post traumatic 
brain injuries.  
 
Research Procedures 
If you decide to participate in this research study, you will be asked to sign this consent form 
once all of your questions have been answered to your satisfaction. This study entails an 
individual face-to-face interview that will either be administered in person or by video 
conference call. The interview will be conducted at a mutually agreed upon location. You will be 
asked to provide answers to a series of questions about your experiences with TBI, challenges 
faced, maladaptive behavior, communication disorders and your perceptions surrounding these 
topics. The interview will be audio-recorded with your permission and then later transcribed. 
 
Time Required 
The interview will require 30 minutes to 1 hour of your time. 
 
Risks 
There are no perceived risks to your participation in this study, that is, no risk beyond the risks 
associated with everyday life. 
 
Benefits 
There are no direct benefits to you by participating in this research study. However, the 
responses you provide will contribute to the purpose of this study and will be pertinent in guiding 
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future research for understanding the interactions between maladaptive behaviors and 
communication disorders in patients with TBI.  
 
Confidentiality 
The results of this study will be compiled and integrated into academic forums to be published 
and presented at conferences. The results will be coded and your identity will not be attached to 
the final product. All identifying information will be omitted and/or disguised. The researchers 
retain the right to use and publish non-identifiable data. While individual responses are 
confidential, data will be integrated and presented showing the trends apparent throughout the 
responses. All data will be stored in a secure location where only the researchers may access it. 
Once the study is complete, all information that connects individual participants with their 
responses will be destroyed.  
 
Participation & Withdrawal 
Your participation is entirely voluntary. Should you choose to participate, you may withdraw at 
any time without consequences of any kind.  
 
Questions about the Study 
If you have any questions or concerns about the study, whether during or after its completion, or 
if you would like to receive a copy of the final results, please contact: 
 
Shayleen Brennan, Undergraduate., Principle Investigator 
James Madison University 
brenn2se@dukes.jmu.edu 
or 
Cynthia O’Donoghue, Ph.D., CCC-SP., Co-Principal Investigator 
James Madison University, Department of Communication Sciences and Disorders 
MSC 4304 
Harrisonburg VA 22802 
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odonogcr@jmu.edu 
Questions about Your Rights as a Research Subject 
David Cockley, Ph.D. 
Chair, Institutional Review Board 
James Madison University 
(540) 568-2834 
cocklede@jmu.edu 
Giving of Consent 
I have read this consent form and I understand what is being requested of me as a participant in 
this study.  I freely consent to participate.  I have been given satisfactory answers to my 
questions.  The investigator provided me with a copy of this form.  I certify that I am at least 18 
years of age. 
 
 I give consent to be audiotaped during my interview.  
 
______________________________________     
Name of Participant (Printed) 
 
_____________________________________    ______________ 
Name of Participant (Signed)                                   Date 
 
______________________________________    ______________ 
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Verbal/Oral Consent Form to Participate in Research 
 
Barriers to Treatment in TBI: Maladaptive Behavior and Communication Disorders 
 
Oral consent serves as an assurance that the required elements of informed consent have been 
presented orally to the participant or the participant’s legally authorized representative. 
 
Verbal consent to participate in this telephone survey has been obtained by the participant’s 
willingness to continue with the telephone survey by providing answers to a series of questions 
related to what the participant has experienced with TBI, challenges faced, maladaptive 
behavior, and communication disorders. 
 
*You are being asked to participate in a study conducted by Shayleen Brennan, Marena Jones, 
Dr. Cynthia O’Donoghue, and Dr. Cara Meixner of James Madison University that seeks to 
explore the interactions of maladaptive behavior and communication disorders throughout the 
rehabilitation of patients with TBI. If you decide to participate, you will be asked to verbally 
agree once all of your questions have been answered to your satisfaction. Your participation 
entails an interview conducted through a video conference call at a mutually agreed upon time. 
You will be asked to respond to a series of questions about your experiences with TBI, 
maladaptive behavior, and communication disorders and your perceptions surrounding these 
topics. With your permission, the interview will be digitally audio recorded and then later 
transcribed. The interview will require 30 minutes to 1 hour of your time. 
 
There are no perceived risks to your participation in this study, that is, no risk beyond the risks 
associated with everyday life. There are no direct benefits to you by participating in this study. 
However, the responses you provide will contribute to the purpose of this study and will lead 
future research in this topic. 
 
The results of the study will be compiled and integrated into academic forums to be published 
and presented at conferences. All identifying data will be omitted/disguised and will not be 
attached to the final product. Your individual responses will be confidential, but data will be 
integrated and presented showing trends present throughout all responses. All data will be 
secured where only the researches can access it. Once this study is complete, identifiable 
information that connects participants to their responses will be destroyed. Your participation is 
entirely voluntary and you may withdraw at any time without consequences of any kind. 
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If you have any questions or concerns about the study, whether during or after completion, 
please feel free to contact myself, Shayleen Brennan, or Dr. Cynthia O’Donoghue. 
 
I attest that the aforementioned written consent has been orally presented to the human subject 
and the human subject provided me with an oral assurance of their willingness to participate in 
the research. 
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Appendix D- Poster presented at ASHA 2018 Annual Convention  
